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Assessing quality of care for the dying from 
the bereaved relatives perspective: Using pre-
testing survey methods across seven countries  
to develop an international outcome measure
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Maria Krajewska9, Eduardo Garcia-Yanneo10, Vilma Adriana Tripodoro11,12, 
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Abstract
Background: The provision of care for dying cancer patients varies on a global basis. In order to improve care, we need to be able to 
evaluate the current level of care. One method of assessment is to use the views from the bereaved relatives.
Aim: The aim of this study is to translate and pre-test the Care Of the Dying Evaluation (CODETM) questionnaire across seven 
participating countries prior to conducting an evaluation of current quality of care.
Design: The three stages were as follows: (1) translation of CODE in keeping with standardised international principles; (2) pre-testing 
using patient and public involvement and cognitive interviews with bereaved relatives; and (3) utilising a modified nominal group 
technique to establish a common, core international version of CODE.
Setting/participants: Hospital settings: for each country, at least five patient and public involvement representatives, selected by 
purposive sampling, fed back on CODETM questionnaire; and at least five bereaved relatives to cancer patients undertook cognitive 
interviews. Feedback was collated and categorised into themes relating to clarity, recall, sensitivity and response options. Structured 
consensus meeting held to determine content of international CODE (i-CODE) questionnaire.
Results: In total, 48 patient and public involvement representatives and 35 bereaved relatives contributed to the pre-testing stages. 
No specific question item was recommended for exclusion from CODETM. Revisions to the demographic section were needed to be 
culturally appropriate.
Conclusion: Patient and public involvement and bereaved relatives perceptions helped enhance the face and content validity of 
i-CODE. A common, core international questionnaire is now developed with key questions relating to quality of care for the dying.
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What is already known about the topic?
x The Quality of Death Index showed variability in the international provision of care for the dying.
x In order to improve care, we need to have validated outcome measures to assess the current quality of care.
x One method of evaluation is to use the views from the bereaved relatives to assess their own perceptions and as proxy 
measures for the patient.
What this paper adds?
x We have developed a common, core international Care Of the Dying Evaluation (i-CODE) questionnaire, assessing both 
patient care and family-carer support.
x Engagement of patient and public representatives and bereaved relatives has informed the development process add-
ing to the face and content validity of i-CODE.
Implications for practice, theory or policy
x i-CODE will enable a transnational comparison of care for the dying to be conducted.
x Results of i-CODE can be used directly for quality improvement purposes.
x i-CODE may be further developed into an international standard and benchmarking tool.
Background
Providing high quality of care for the dying is fundamen-
tally important and globally remains a key political and 
economic issue. The provision of care, however, remains 
diverse. The Quality of Death Index 20151 measures the 
quality of palliative care across 80 countries. It uses 20 
quantitative and qualitative indicators across five catego-
ries: the palliative and healthcare environment, human 
resources, the affordability of care, the quality of care, 
and the level of community engagement.1 Many European 
countries such as the United Kingdom and Norway fall 
within the top 30 of this ranking, while other countries 
such as those within South America have lower positions. 
A recent report on the current state of palliative and end-
of-life care in South America demonstrated that specialist 
palliative care (SPC) is still not acknowledged as a special-
ity in 80% of Latin American countries, and hence it is not 
included within public health services.2 A further issue is 
that only half of patients in the terminal stages of disease 
receive palliative care. Even within the United Kingdom, 
the country highest placed on the Quality of Death Index 
2015 ranking, there are significant variations in the care 
for dying patients within English hospitals.3 Within Norway 
(overall ranking of 13), there is a lack of robust measures 
to evaluate care for dying patients, meaning audit, service 
evaluation and cross-site comparison are hampered. 
Therefore, this demonstrates the need and importance 
for good process and outcome indicators to be in place 
within healthcare settings.
One internationally recognised method for evaluating 
care for dying patients is to assess quality of care from the 
bereaved relatives perspective using post-bereavement sur-
veys. These types of evaluations (both postal surveys and 
telephone interviews) have been a key component in 
end-of-life care evaluations in several countries,46 including 
North America and parts of Europe and were recommended 
in the UK End of Life Care Strategy.7 A previous review identi-
fied issues with instruments using satisfaction as an out-
come measure.8 A further systematic review identified Care 
Of the Dying Evaluation (CODETM) as a potential instrument, 
with some strong psychometric properties, which would 
benefit from further development and validation.9
CODETM is a 42-item, self-completion, post-bereavement 
questionnaire, developed and validated within the United 
Kingdom, focused on both quality of patient care and the 
level of family-carer support provided in the last days of life 
and immediate post-bereavement period.10 (See supple-
mentary material) CODETM is a shortened, more user-
friendly version of the original instrument, Evaluating Care 
and Health Outcomes  for the Dying (ECHO-D), which was 
used with over 700 bereaved relatives in hospice and hospi-
tal settings. ECHO-D was shown to be valid, reliable and sen-
sitive in detecting inequalities in care and areas of unmet 
need.1113 CODETM and ECHO-D are unique as their concep-
tual basis is formed from the key components recognised as 
best practice for care of the dying (last days of life).8 In 
addition, they can both be used for cancer and non-cancer 
deaths. Questions include symptom control; communica-
tion; nursing and medical care; provision of fluids; place of 
death; and emotional and spiritual support. CODETM was a 
user-representative outcome measure within the Royal 
College of Physicianled National Care of the Dying Audit  
Hospitals within the United Kingdom14 and formed part of a 
quality assurance and benchmarking process to evaluate 
care for the dying across hospices, hospitals and community 
settings within a specific region of England.15,16 In addition, 
there have been eight requests for CODETM to be used inter-
nationally and over 40 requests for use within the UK health-
care setting.
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This article presents the initial work performed within 
the project, International Care Of the Dying Evaluation 
(CODE)  quality of care for cancer patients as perceived 
by bereaved relatives (20172020),17 funded by the 
Network of the European Union (EU) and the Community 
of Latin American and Caribbean States (CELAC) on Joint 
Innovation and Research Activities (ERANet-LAC). The 
overall aim of this project is to advance the international 
evidence-base in care for the dying. This involves under-
taking a post-bereavement observational study using the 
CODETM questionnaire for cancer patients dying in hospi-
tal settings across seven European and Latin American 
countries, England, Norway, Poland, Germany, Argentina, 
Brazil and Uruguay.
Aims and objectives
This study aimed to develop and pre-test the existing 
CODE questionnaire across the seven countries participat-
ing in the ERANet-LAC CODETM project, in keeping with the 
principles of the European Organisation for Research and 
Treatment of Cancer (EORTC) guidelines for questionnaire 
development.18
The aim was divided into the following objectives:
x Translate CODETM into the languages used within 
each of the six non-English countries according to 
the principles of the EORTC quality-of-life group 
translation procedure19;
x Undertake specific pre-testing of CODETM using 
patient and public involvement (PPI) and cognitive 
interviews with bereaved relatives;
x Utilise a modified nominal group technique20 to 
collate all feedback from the pre-testing and estab-
lish a common, core international version of CODE 
(i-CODE; Figure 1).
Methods
The study, as a whole, is an observational, cross-sec-
tional, post-bereavement survey using established pre-
testing survey methods to develop the questionnaire 
and then quality improvement methodologies to trans-
late the results into clinical changes. Each part of the 
research is divided into specific Work Packages (WP), 
namely,
x WP1: Questionnaire development and pre-testing;
x WP2: Conducting post-bereavement survey;
x WP3: Quality improvement work based on ques-
tionnaire results.
This article describes the work performed in WP1. The 
appropriate ethical and institutional approvals were 
obtained within each country.
Translation of the CODETM questionnaire
For each of the languages, the following principles were 
used: forward translation to native language; reconcilia-
tion; and back translation.19 This led to preliminary trans-
lations which were subsequently proof-read. The German 
and Polish translation processes had been conducted 
prior to the commencement of this project.
Public engagement events
Each country identified at least five participants by purpo-
sive sampling, that is, hospital volunteers or representa-
tives from PPI forums, and facilitated a public engagement 
event. The sample was purposive as we wanted to gain 
views from those who had experience of care for dying 
patients; ensure that there was male representation; and 
in addition, some specific sub-groups were targeted 
within certain countries, for example, Turkish volunteers 
in Germany. Ahead of the meeting, potential participants 
were given a copy of the CODETM questionnaire; a copy of 
the letter of approach that would be used within the sub-
sequent international survey; and an outline of the pro-
posed methods for the international survey. With verbal 
consent, non-identifiable demographic details (gender 
and role) about the group were collected. In order to 
ensure consistency, an overarching template was used to 
direct the format of these events within each country. The 
project lead (or a nominated delegate) for each country 
led the event and was supported by other facilitators who 
were healthcare professionals (with experience in pallia-
tive care).
Within the meeting, using a structured question for-
mat facilitated by a healthcare professional, participants 
were asked to feedback about the following:
x The CODETM questionnaire in terms of format, lay-
out and clarity;
x Individual questions in terms of clarity, sensitivity, 
ability to recall information to provide a response 
and use of the response options;
x Any additional question items that should be 
contained.
In addition, for specific countries (United Kingdom, 
Germany and Argentina), participants were asked about 
the letter of approach and to comment on the clarity, 
appropriateness and sensitivity of the wording. Finally, 
their views about the proposed methods and conduct of 
the international survey for their country were sought.
Where possible, the event was audio-recorded and a 
verbatim transcription produced (in the countrys native 
language). For all events, a thematic approach was used to 
analyse the findings with special attention to additional and 
divergent issues.21 Conclusions were translated into English.
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Figure 1.ഩDĞƚŚŽĚƐƵƐĞĚƚŽĚĞǀĞůŽƉƚŚĞŝŶƚĞƌŶĂƚŝŽŶĂů ?ĂƌĞKĨ
the Dying Evaluation (i-CODE) questionnaire.
Pre-testing cognitive think aloud 
interviews with bereaved relatives
Questionnaire pre-testing helps assess questionnaire 
comprehension, relevance and flow. One method is cogni-
tive think aloud interviewing.22 This involves training 
respondents to articulate their thoughts as they read a 
question; recall from their memories the information 
required; and turn the information they have into an 
answer.23 This provides an understanding of the cognitive 
processes used to formulate answers and checks how 
questions have been interpreted.24
Participants.ഩƵĞ ƚŽ ĞƚŚŝĐĂů ƐĞŶƐŝƚŝǀŝƚŝĞƐ ? Ă ƉƵƌƉŽƐŝǀĞ
sample of potential participants was included according 
to the following criteria: next-of-kin to an adult patient 
 ? ? ?രǇĞĂƌƐ Žƌ ĂďŽǀĞ ? ǁŚŽ ĚŝĞĚ ĨƌŽŵ ĐĂŶĐĞƌ ŝŶ Ă ŚŽƐƉŝƚĂů
ƐĞƚƚŝŶŐ ?ĂŶĚŽǀĞƌ ? ?രǇĞĂƌƐŽĨĂŐĞĂŶĚĂďůĞƚŽŐŝǀĞŝŶĨŽƌŵĞĚ
consent. Exclusion criteria were as follows: patient had a 
sudden, unexpected death; next-of-kin experienced a 
ďĞƌĞĂǀĞŵĞŶƚǁŝƚŚŝŶ ƚŚĞ ůĂƐƚ  ? 球?രǁĞĞŬƐ ?Žƌ ƚŚĞƌĞƐĞĂƌĐŚ
team perceived the individual would be unduly distressed 
by participation. For each new language, a minimum of 
five bereaved relatives were included. Extensive pre-test-
ing cognitive interviews had already been conducted in 
English prior to this work.10,11
Method of approach.ഩŶ ŽƉƚ ?ŝŶ ŵĞƚŚŽĚ ǁĂƐ ĂĚŽƉƚĞĚ ?
whereby each potential participant was sent or given a letter 
of invitation and information pack asking if they would be 
willing to participate in the study. Within the information 
pack, a participant information sheet, consent form and 
response form were included. A member of the research 
team contacted those who returned the response form, indi-
cating their willingness to participate, discussed further 
details about what participation would involve and provided 
the opportunity for questions. For those willing to be inter-
viewed, a copy of the CODETM questionnaire was sent out 
and completed prior to the interview. A mutually suitable 
time and place was arranged for the one-to-one interview to 
occur. Following written informed consent, a structured cog-
nitive think aloud interview was conducted (by researchers 
experienced in cognitive interviewing or a member of the 
palliative care team), consisting of the following:
x General questions asking about the layout or struc-
ture of the CODETM questionnaire;
x In-depth questions using the think aloud method 
supported by probes;
x Opportunities for the participant to raise any other 
issues that had not been discussed and/or addi-
tional questions they perceived were needed.
Specific interview questions for each country were 
formed from the issues that had arisen during the transla-
tion process or from the public engagement events. Each 
interview was audio-taped after gaining the participants 
permission. Field notes were collated after each interview 
and where possible, the interviews were transcribed ver-
batim. Alternatively, the interviews were listened to on 
several occasions by the research team.
Analysis and collation of feedback
Interviews were analysed using a thematic approach21 by one 
or more members of the research team within each country 
and categorised into the following options: clarity, recall, sensi-
tivity and response options. These categories are in keeping 
with the cognitive questionresponse model of comprehen-
sion, retrieval, judgement and response formulation.25 
Feedback about CODETM, from both the public engagement 
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events and the cognitive interviews, was collated onto a stand-
ardised feedback form (SFF) specifically developed for this pro-
ject. Based on this feedback, each countrys project lead added 
to the SFF their conclusion about whether or not each indi-
vidual CODETM question should be contained within i-CODE. 
Project leads were advised that questions regarded as irrele-
vant or insensitive from a cultural point of view may be legiti-
mate for omission.
Consensus meeting
To reach consensus about the content of the international 
(i-CODE) questionnaire, a structured telephone meeting, 
in keeping with the principles of a nominal group tech-
nique,26 was held with the participating countries project 
leads (nരA䄍? ? ? ? dŚĞ ŵĞĞƚŝŶŐ ǁĂƐ ĨĂĐŝůŝƚĂƚĞĚ ďǇ ƚŚĞ ŽǀĞƌĂůů
project lead (D.F.H.), who was not directly involved in the 
pre-testing, and the WP lead (C.R.M.). Project leads 
(within each country) were blinded to others decisions 
while they made their own conclusions, which were sub-
mitted prior to the consensus meeting.
The following steps were undertaken within the 
meeting:
1. The meeting objective was outlined.
2. In turn, each project lead provided a summary of 
their pre-testing findings and main conclusions.
3. Key discussion points were listed (where there 
were differing opinions) and a subsequent round 
of questioning was conducted with voting to reach 
consensus.
Prior to the meeting, a decision was made that if four 
or more project leads had concluded that an individual 
question should be removed, this question would be 
omitted from the i-CODE questionnaire (with this decision 
relating to the potential cultural sensitivities that could 
arise).
Results
Translation of CODE questionnaire
Translation was undertaken for the three new languages. 
Specific problems encountered mainly related to the 
following:
There being no translation for specific English words, 
for example, no Norwegian equivalent for distressed 
or care so an appropriate alternative had to be 
chosen;
The Portuguese and Spanish language having differ-
ent forms for masculine and feminine nouns, there-
fore using the term he/she made reading less 
fluent;
Culturally, there was sometimes a need to use appro-
priate alternatives to the original words to suit the indi-
vidual language better, for example, banheiro or 
bathroom rather than toilet in Portuguese.
Issues raised during the translation process were taken 
forward to be addressed within the subsequent pre-test-
ing stages.
Public engagement events and cognitive 
interviews with bereaved relatives
These activities were undertaken between March and July 
2017, except Germany and Poland, who conducted their 
cognitive interviews prior to this period. For each country, a 
group workshop was facilitated with PPI representatives 
(Table 1), with 48 individuals participating within the pro-
ject as a whole. Most participants were female and had a 
volunteer role. Identified issues were either brought for-
ward for discussion at the consensus meeting or further 
assessed using cognitive interviews conducted with 
bereaved relatives (Table 2). Interviews generally lasted 
ďĞƚǁĞĞŶ ? ?ĂŶĚ ? ?രŵŝŶ ?sŝĞǁƐĂďŽƵƚƚŚĞƉƌŽƉŽƐĞĚŵĞƚŚŽĚ
of recruitment in the future study were recorded, where 
appropriate (Table 3). From the 35 cognitive interviews, in 
addition to the PPI views, individual country feedback was 
collated and categorised (Table 3). Although the intent was 
for cognitive interviews to be conducted within Brazil, 
delays in obtaining ethical approval meant these were not 
able to be undertaken. Individual project lead reviewed the 
overall feedback and concluded for each individual ques-
tion whether it should be contained within i-CODE.
Key areas of commonality across all countries included 
CODETM being perceived as clear, comprehensive and 
user-friendly in terms of completion. All countries (except 
the United Kingdom) reported that changes were needed 
to the question items relating to ethnicity. The most cul-
turally challenging areas were raised by the Spanish par-
ticipants, as death is perceived as a moment rather than 
a process and this impacted question items relating to 
communicating what to expect when someone is dying.
Consensus meeting
The main results were as follows:
1. From the pre-testing results, there were no specific 
question items that four or more project leads 
thought should be excluded from the CODETM ques-
tionnaire. One country suggested that we could 
remove the question E26 asking about the place of 
death since all the patients should have died in hos-
pital. Subsequent discussion deemed this was an 
extra level of checking inclusion criteria and allowed 
CODETM to be used in all care settings.
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2. The demographic details section (ethnicity and 
religious affiliation options) within CODETM needed 
to be revised for each country to ensure it was rel-
evant and sensitive (Table 4).
3. Specific additional questions to help differenti-
ate between the impacts of the SPC team and 
ward areas were not added as this could be con-
ducted at the subsequent analysis stage (and we 
wished to minimise participant response bur-
den). As Norway was conducting explicit work 
relating to advance care planning, additional 
questions relating to this topic were added, but 
these were not thought to be core questions 
relevant for all countries. Three countries wished 
to add a free-text question asking who had 
informed the participant that their family 
members/friend was likely to die soon (question 
E23).
4. Re-ordering, where appropriate, of response 
options was conducted to keep consistency 
throughout the questionnaire.
5. Additional response options, although preferred 
in some countries, were not included, preserving 
consistency across all languages.
6. Section D (Emotional and spiritual support) 
raised a number of issues and a decision was made 
to add additional information into the preamble 
section to help provide further clarity.
7. A more culturally appropriate translation was 
needed for some specific English words while still 
retaining the intended meaning, for example, 
right place in terms of place of death.
Table 1.ഩĞŵŽŐƌĂƉŚŝĐĚĞƚĂŝůƐŽĨƉĂƌƚŝĐŝƉĂŶƚƐǁŝƚŚŝŶƉƵďůŝĐĞŶŐĂŐĞŵĞŶƚĞǀĞŶƚƐ ?
Language
(Country)
No. Gender Role
English
(United Kingdom)
9 5 females
4 males
Care of the dying volunteer (nരA䄍? ? ?
Palliative care institute or Peoples Voice patient and public representative (nരA䄍? ? ?
German
(Germany)
9 7 females
2 males
Palliative care unit volunteers (nരA䄍? ? ? ?ŚŽƐƉŝĐĞǀŽůƵŶƚĞĞƌƐ ?nരA䄍  ? ? ?ŚŽƐƉŝƚĂůǀŽůƵŶƚĞĞƌ
(nരA䄍? ? ? ?dƵƌŬŝƐŚǀŽůƵŶƚĞĞƌƐ ?nരA䄍  ? ?ŶƵƌƐĞ= ? ?രĨĂŵŝůǇĐĂƌĞƌ= 1)
Norwegian
(Norway)
5 4 females
1 male
Hospital volunteers (nരA䄍? ? ? ?ƌĞĐƌƵŝƚĞĚĨƌŽŵƚŚĞŐĞŶĞƌĂůƉƵďůŝĐ ?nരA䄍  ? ?
Polish
(Poland)
5 3 females
2 males
Care of the dying volunteers (nരA䄍? ? ?
Portuguese
(Brazil)
5 3 females
2 males
Hospital patient and public representatives (nരA䄍? ? ?a; Sumaré State Hospital staff (nരA䄍? ? ?
Spanish
(Uruguay)
6 5 females
1 male
Care of the dying volunteer (nരA䄍? ? ? ?ǀŽůƵŶƚĞĞƌŽƉŝŶŝŽŶŐƌŽƵƉŵĞŵďĞƌƐ ?nരA䄍  ? ?
Spanish
(Argentina)
6 5 females
1 male
Care of the dying volunteer (nരA䄍? ? ? ?ƉĂƚŝĞŶƚĂŶĚƉƵďůŝĐƌĞƉƌĞƐĞŶƚĂƚŝǀĞ ?nരA䄍  ? ?
aThese individuals have paid employment within the hospital (within maintenance, domestic cleaning and administrative teams) but are not directly 
clinically based.
Table 2.ഩĞŵŽŐƌĂƉŚŝĐĚĞƚĂŝůƐŽĨƉĂƌƚŝĐŝƉĂŶƚƐǁŝƚŚŝŶĐŽŐŶŝƚŝǀĞŝŶƚĞƌǀŝĞǁƐ ?a
Language (Country) No. Gender Age range (years) Relationship to patient
German (Germany) 15 11 females
4 males
2079 Spouse/partner: 8
Child: 4
Parent: 1
Other: 2 (niece, divorcee)
Norwegian (Norway) 5 3 females
2 males
4069 Spouse/partner: 3
Child: 2
Polish (Poland) 5 2 females
3 males
3080 Spouse/partner: 3
Child: 2
Spanish (Uruguay) 5 5 females 5569 Parent: 1
Child: 3
Niece: 1
Spanish (Argentina) 5 4 females
1 male
4069 Spouse/partner: 1
Child: 4
aDue to delay in obtaining ethical approval for the study, cognitive interviews were not performed in Brazil.
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Table 3.ഩDĂŝŶĨĞĞĚďĂĐŬĂďŽƵƚKTM questionnaire from participants within public engagement events and cognitive interviews.a
Language 
(Country)
Clarity Recall Sensitivity Response options Other comments (methods; 
additional items)
German
(Germany)
Queried about the meaning of 
the type of restlessness.
Preamble to the symptom 
control section modified 
to emphasise asking about 
respondents perceptions.
Could find it difficult to separate 
spiritual and religious and 
often thought of them together.
Recall perceived as easy 
as participants had vivid 
memories of this time.
Deciding about whether it was the right place to die was 
quite challenging.
Rephrased question to emphasise the right place under the 
circumstances given.
Could be difficult to assess pain in 
others so responding to questions 
about this is challenging.
Simplified response option from No, 
s/he did not appear to be in pain 
to No.
Discussed option of adding not 
applicable response options for 
religious and spiritual needs.
Changes needed to ethnicity 
questions to be culturally relevant.
Additional sub-question 
requested regarding who 
told the bereaved relative 
that the patient was likely 
to die.
Norwegian
(Norway)
Easy to understand. No specific issues raised. Keep second page of questionnaire blank to avoid impression 
of question overload.
Asking about the right place can be sensitive if their wish was 
not fulfilled.
Generally, good response options.
Keep consistency of ordering 
response options, i.e., positive to 
negative.
Requested for some additional 
response options if this was possible.
Changes needed to ethnicity and 
religious affiliation questions to be 
culturally relevant.
Appeared culturally 
appropriate.
Additional 2 questions 
added to ask about advance 
care planning.
Polish
(Poland)
No specific issues raised. No specific issues raised. Asking about ethnicity can be sensitive. Consider simplifying response options 
for spiritual needs and Friends and 
Family questions.
Changes needed to ethnicity and 
religious affiliation questions to be 
culturally relevant.
ഩ
Portuguese
(Brazil)a
Consider additional text in 
preamble about the term 
emotional support.
No specific issues raised. No specific issues raised. Changes needed to ethnicity 
questions to be culturally relevant.
ഩ
Spanish
(Argentina)
Participants did not always 
understand the term 
restlessness although were 
still able to answer the question 
appropriately.
Most participants perceived 
that spiritual and religious 
needs were synonyms but others 
perceived these were different 
kinds of needs and wondered 
whether separate questions 
were needed.
Some difficulty understanding 
the term noisy rattle to his/her 
breathing.
It could be challenging limiting 
recall solely to the last days 
of life.
Some difficulty recalling 
information to answer the 
questions about noisy rattle 
to his/her breathing and 
discussions about what to 
expect when the patient was 
dying.
Participants specifically recalled 
differences between care from 
the palliative care team and 
other healthcare teams.
In Latin American culture, death is a moment rather than a 
process. So, some questions asking about changes to expect 
when someone is dying were more difficult to understand.
Also dying patient may need different description.
Some participants felt uncomfortable about assessing 
whether the patient had died in the right place and 
alternative terminology was adopted.
The right place was perceived as the place the patient would 
receive the best care and/or a place convenient to the family 
(not necessarily the patients preferred place of care.
Some participants perceived the statement about religious 
or spiritual needs as an assumption they had strong needs in 
this area.
Culturally, not appropriate to ask about ethnicity groups.
Participants expressed preference 
for yes/no format or multiple choice 
rather than Likert-type responses.
Changes needed to ethnicity 
questions to be culturally relevant.
ഩ
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Discussion
Main findings
Overall, we have developed a common, core international 
questionnaire (i-CODE) with key questions pertaining to 
the quality of care for those who are dying. In addition, we 
have culturally adapted versions, combining the views of 
PPI representatives, and, with the exception of Brazil, 
bereaved relatives views for each language. On an inter-
national basis, the i-CODE questionnaire appears to have 
good face and content validity. As individual questions 
appeared to be culturally relevant across all seven partici-
pating countries, the next part of the research process  a 
cross-sectional survey with bereaved relatives  is feasible 
and a transnational comparison of results is possible. 
Further assessment of the psychometric properties of the 
CODETM questionnaire will be facilitated during the next 
steps of this research.
The feedback from the PPI events and cognitive inter-
views was beneficial in terms of refining specific wording 
of questions to help with clarity and sensitivity. In particu-
lar, suggestions regarding the wording of the demo-
graphic details section of the CODETM questionnaire were 
especially pertinent to ensure that ethnicity and religious 
affiliations were culturally appropriate.
Strengths and limitations
In constructing the international development of the 
CODETM questionnaire, we have been mindful of the value 
and benefit from both PPI representatives and having 
direct feedback from our future target audience, the 
bereaved relatives. Hence, active engagement with both 
parties was key, and the bringing together or triangula-
tion of different information sources within each partici-
pating country enhanced the development process. Public 
involvement in research is recognised to improve the rel-
evance and overall quality of the research, by ensuring it 
focuses on issues of importance to patients.27 One key 
example was the English PPI input into the methodology, 
that is, providing initial information about the study to the 
next-of-kin when they collect the death certificate, which 
was subsequently discussed at the ethical review commit-
tee. The value of cognitive interviewing within palliative 
care research is established28,29 and recommended as a 
standard part of piloting instruments.28 We were able to 
undertake cognitive interviews in all bar one country, 
helping highlight issues and concerns standard pilot test-
ing may not identify. Our main limitations were as 
follows:
1. Our participating numbers for each country were 
relatively small, although they do meet current 
recommendations for cognitive interviews (515 
respondents).30 In addition, efforts were made to 
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Table 4.ഩŚĂŶŐĞƐƚŽƚŚĞĚĞŵŽŐƌĂƉŚŝĐĚĞƚĂŝůƐƐĞĐƚŝŽŶŽĨƚŚĞKTM questionnaire for each country.
Demographic 
details in original 
English version of 
CODETM
Respondents 
relationship to 
deceased
Respondents 
age group 
(years)
Respondents ethic group Respondents 
gender
Respondents religious 
affiliation
Patients illness Patients age 
group (years)
Patients ethic group Patients 
gender
Patients religious 
affiliation
Germany Changed 
response 
option from 
parent to 
mother/
father
Added 9099 
and 100+ 
categories
Changed to:
What is your nationality?
Do you have a migrant 
background?
Used free-text response
Used male 
and female 
versions of 
questionnaire
Reduced response 
options to:
Protestant
Roman-Catholic
Muslim
None
Other (please specify)
Added 
response 
option:
Stroke
Added 
9099 
and 100+ 
categories
Changed to:
What was his/her 
nationality?
Did he/she have a 
migrant background?
Used free-text response
Used male 
and female 
versions of 
questionnaire
Reduced response 
options to:
Protestant
Roman-Catholic
Muslim
None
Other (please 
specify)
Norway No change Added 90+ 
category
Changed to:
What is your nationality?
Do you have an immigrant 
background?
Used free-text response
No change Changed to:
What is your faith/
principal affiliation?
Added response 
option:
Humanist
Added 
response 
option:
Stroke/
cerebral 
haemorrhage
Added 90+ 
category
Changed to:
What was his/her 
nationality?
Did s/he have an 
immigrant background?
Used free-text response
No change Changed to:
What was his/
her faith/principal 
affiliation?
Added response 
option:
Humanist
Dont know
Poland No change Added 90+ 
category
Changed to:
Please indicate which 
ethnic group you belong to:
White
Other (please state)
No change Response options 
changed to:
None
Christian (Catholic)
Christian (other 
denominations)
Other (please state)
Added 
response 
options:
Cerebral 
ischaemia/
Stroke
Other (please 
state)
Added 90+ 
category
Changed to:
Please indicate which 
ethnic group your closest 
relative belonged to:
White
Other (please state)
No change Response options 
changed to:
None
Christian (Catholic)
Christian (other 
denominations)
Other (please 
state)
Brazil No change Added 90+ 
category
Changed response options 
to:
White
Black
Asian
Mixed other
Indian
None of these
No change Changed response 
options to:
Catholic
Evangelical
Spiritist
Jehovahs Witness
Buddhist
Candomble
Jewish
Any other religion
No change Added 90+ 
category
Changed response 
options to:
White
Black
Asian
Mixed other
Indian
None of these
No change Changed response 
options to:
Catholic
Evangelical
Spiritist
Jehovahs Witness
Buddhist
Candomble
Jewish
Any other religion
Argentina and 
Uruguay
No change Added 90+ 
category
Changed to:
What is your nationality/
cultural background ethnic 
group?
Do you have an immigrant 
background?
If yes, from which country/
countries?
Used free-text response
No change Changed to:
What is your faith/
principal religion?
Removed response 
option:
Sikh
Added 
response 
option:
Stroke/
cerebral 
haemorrhage
Added 90+ 
category
Changed to:
What was his/her 
nationality/cultural 
background ethnic 
group?
Did s/he have an 
immigrant background?
If yes, from which 
country/countries?
Used free-text response
No change Changed to:
What was his/
her faith/principal 
religion?
Removed response 
option:
Sikh
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warrant access to specific groups to provide a 
broad perspective, for example, migrants in 
Germany. The predominance of female partici-
pants is notable, although there was diversity in 
terms of age groups and roles/relationships to the 
deceased patient.
2. Due to ethical restrictions, Brazil was unable to 
conduct cognitive interviews and their public 
engagement events also included two healthcare 
professionals. This may limit the extent to how 
robust the Portuguese version of CODETM is in 
terms of face and content validity. Further reas-
sessment and refinement may subsequently be 
required and undertaking cognitive interviews at a 
future date would be recommended.
3. Although the cognitive interviews were conducted 
by external researchers where possible, some 
were undertaken by members of the SPC team 
which may have influenced responses or judge-
ment. The project leads for each country some-
times had dual roles that could have introduced a 
degree of bias in how results were interpreted. 
Criteria were set prior to the consensus meeting, 
however, regarding what would constitute exclu-
sion of a specific question. Finally, WP1 lead was 
responsible for the original development of 
CODETM, potentially influencing perspectives. 
This persons expertise in pre-testing survey meth-
ods, however, and the potential ethical issues that 
could arise, was thought to be beneficial to the 
overall project conduct.
4. Being able to transcribe all the interviews verba-
tim would have enhanced the detail and depth of 
the analysis.
5. Due to the funding remit, CODETM was only tested 
with those who had a family member dying from 
cancer. However, CODETM can be used to assess 
quality of care for those who died from illnesses 
other than cancer, so this may limit the generalis-
ability of this pre-testing work.
What this research adds
To our knowledge, this is the first time within palliative 
care that pre-testing a post-bereavement questionnaire 
across seven different countries has been undertaken. In 
one study, it was used to bring together the knowledge 
from two European countries simultaneously, for a pallia-
tive patientrelated outcome measure.31 Within other 
fields of research, using cognitive interviewing consecu-
tively with a number of different languages is more estab-
lished.32 Challenges with cross-national cognitive 
interviewing are recognised.30 For this study, a balance 
had to be reached between what was methodologically 
ideal, and what was practical and feasible within the 
different countries. For example, our sample selection 
was purposive, and although a structured approach to the 
interviews was adopted, we did not use the same stand-
ardised probes within all countries. This, however, was to 
allow for flexibility and ensure that feedback was tailored 
to the issues most pertinent for that individual language.
Combining both European and Latin American coun-
tries, where there is variability as to the extent to which 
palliative care is established and supported, also provides 
uniqueness. There are potentially different views on what 
a good death constitutes depending on the cultural envi-
ronment. Many studies focus on the Western society view 
of what remains important as people approach the end of 
life.33,34 The fact that no individual question was removed 
from CODETM supports the questionnaires content as rep-
resentative of key concepts of care for the dying that are 
internationally relevant and applicable. In addition, the 
importance of ensuring the family is part of the unit of 
care when evaluating the quality of dying and death is 
recognised.35 This would be in keeping with the funda-
mental conceptual design for CODETM where both patient 
care and family-carer support are assessed.
In keeping with the growing evidence-base, in all seven 
countries, research about the dying phase of life is an 
internationally accepted important issue. And, when 
approached in a sensitive, appropriate manner, there is 
great willingness for lay people including bereaved rela-
tives to contribute to research. The i-CODE questionnaire 
is currently being used within the seven countries to con-
duct a post-bereavement survey with plans for further 
psychometric testing and refinement to be undertaken 
within this next stage. This will provide a potential model 
for a cross-sectional survey to inform how best to meet 
the care for those in the last days of life.
Acknowledgements
The authors wish to give their sincere thanks to all the PPI repre-
sentatives and bereaved relatives who contributed to this pro-
ject and gave their time and input so freely. C.R.M., K.S., W.L., 
M.K., E.G.-Y., V.A.T., M.W., C.G., L.Z., J.N.P., I.B.S., J.E. and D.F.H. 
contributed to the design of the study. C.R.M., M.I.T.H., M.K., 
C.G., G.G., V.A.T., J.N.P. and E.G.-Y. (plus support from Specialist 
Palliative Care team members) conducted the PPI events and 
the cognitive interviews (where undertaken). M.I.T.H., D.F.H., 
M.K., E.G.-Y., V.A.T., G.G., C.G. and J.N.P. analysed the PPI and 
interview data (where undertaken) and C.R.M. analysed the 
overall data from the pre-testing stages. C.R.M., W.L., E.G.-Y., 
G.G., V.A.T., M.W., C.G., J.N.P. and D.F.H. interpreted the data. 
C.R.M. drafted the manuscript and all authors read and approved 
the final manuscript.
Data management and sharing
Data are stored in secure research servers, and in the first 
instance, any enquires should be directed through the Chief 
Investigator Professor Dagny Faksvåg Haugen, Regional Centre 
of Excellence for Palliative Care, Western Norway, Haukeland 
Mayland et al. 367
University Hospital, Bergen, Norway (email: Dagny.Haugen@
uib.no). If anyone would wish to use the CODETM question-
naire, enquiries should be directed to Dr Catriona Mayland 
(C.R.Mayland@sheffield.ac.uk or catriona.mayland@liverpool.
ac.uk), so a Material Transfer Arrangement can be facilitated. 
CODETM should not be altered without request.
Declaration of conflicting interests
The author(s) declared no potential conflicts of interest with 
respect to the research, authorship and/or publication of this 
article.
Ethical approval
Approval for the cognitive interviews and/or project as a whole 
was given by Regional Committee for Medical and Health 
Research Ethics West (2017/640/REK vest), Norway; Ethics 
Committee of the Medical Council of the province of Rhineland-
Palatine, Germany (approval nos 837.331.13(901 6F) and 
837.292.17(111261)); Guía de Buenas Prácticas de Investigación 
Clínica en Seres Humanos, Ministerio de Salud de la Nación 
Argentina (Resolución 1480/2011); Bioethics Committee, Poland 
- KB507/2017 (13.06.17); Health Research Authority (HRA) and 
East of England  Cambridge East Research Ethics Committee, 
UK (IRAS project ID 225922; REC 17/EE/0302); National Research 
Ethics Commission (CONEP), Brazil (ref. 2.308.216); and 
Committee on Bioethics from the Mutualista Asociacion 
Hospital Evangelico, Uruguay (ref. 29/5/2017/01).
Funding
The author(s) disclosed receipt of the following financial support 
for the research, authorship and/or publication of this article: 
The ERANet-LAC CODE project: International Care Of the Dying 
Evaluation (CODE): quality of care for cancer patients as per-
ceived by bereaved relatives (ref. ELAC2015/T07-0545, Jan 
20172020) was funded through the 2nd Joint Call for 
Transnational Research and/or Innovation Projects within the 
ERANet-LAC framework, co-funded by the European 
Commissions 7th Framework Programme (FP7), with the over-
all aim to improve the quality of care and quality of life of dying 
cancer patients. The following national funding agencies are 
acknowledged: The Research Council of Norway (RCN); National 
Centre for Research and Development (NCBR), Poland; National 
Research and Innovation Agency of Uruguay (ANII); Ministry for 
Science, Technology and Productive Innovation (MINCyT), 
Argentina; Federal Ministry of Education and Research (BMBF/
DLR), Germany; Research Support Foundation of the State of 
Sao Paulo (FAPESP), Brazil. In addition, within the United 
Kingdom, funding was provided by Marie Curie and the 
Wellcome Trust Public Engagement fund.
Supplemental material
Supplemental material for this article is available online.
ORCID iDs
Catriona Rachel Mayland  https://orcid.org/0000-0002-1440 
-9953
Christina Gerlach  https://orcid.org/0000-0003-2182-9427
Katrin Sigurdardottir  https://orcid.org/0000-0001-8192-7470
References
 1. The Economist Intelligence Unit. The 2015 quality of 
death index. Lien Foundation, https://www.eiuperspec-
tives.economist.com/sites/default/files/2015%20EIU%20
Quality%20of%20Death%20Index%20Oct%2029%20
FINAL.pdf (2015, accessed 6 March 2018).
 2. Pastrana T, De Lima L, Wenk R, et al. Atlas de cuidados pali-
ativos de Latinoamérica ALCP, 1st ed. Houston, TX: IAHPC 
Press, http://hdl.handle.net/10171/34465 (2012, accessed 
13 May 2018).
 3. Royal College of Physicians (RCP). End of life care 
audit  dying in hospital. London: RCP, file:///C:/
Users/crmay/AppvData/Local/Packages/Microsoft.
MicrosoftEdge_8wekyb3d8bbwe/TempState/Downloads/
EOLCA%20Report_0.pdf (2016, accessed 6 March 2018).
 4. Burge F, Lawson B, Johnston G, et al. Bereaved family mem-
ber perceptions of patient-focused family-centred care 
during the last 30 days of life using a mortality follow-back 
survey: does location matter? BMC Palliat Care 2014; 13: 25.
 5. Office for National Statistics. National survey of bereaved 
people (VOICES) 2014. Office for National Statistics, https://
www.ons.gov.uk/peoplepopulationandcommunity/
healthandsocialcare/healthcaresystem/bulletins/nation-
alsurveyofbereavedpeoplevoices/2015-07-09 (accessed 28 
February 2018).
 6. Van der Heide A, de Vogel-Voogt E, Visser AP, et al. Dying 
at home or in an institution: perspectives of Dutch physi-
cians and bereaved relatives. Support Care Cancer 2007; 
15: 14131421.
 7. Department of Health. End of life care strategy: promoting 
high quality care for all adults at the end of life. London: 
Department of Health, 2008.
 8. Mayland CR, Williams EMI and Ellershaw J. How well do 
current instruments using bereaved relatives views evalu-
ate care for dying patients. Palliat Med 2008; 22(2): 133
144.
 9. Kupeli N, Candy B, Tamura-Rose G, et al. Tools measuring 
quality of death, dying, and care, completed after death: 
systematic review of psychometric properties. Patient. 
Epub ahead of print 24 August 2018. DOI: 10.1007/s40271-
018-0328-2.
 10. Mayland CR, Lees C, Germain A, et al. Caring for those who 
die at home: the use and validation of Care Of the Dying 
Evaluation (CODE) with bereaved relatives. BMJ Support 
Palliat Care 2014; 4(2): 167174.
 11. Mayland CR, Williams EMI and Ellershaw JE. Assessing qual-
ity of care for the dying: the development and initial valida-
tion of a postal self-completion questionnaire for bereaved 
relatives. Palliat Med 2012; 26(7): 897907.
 12. Mayland CR, Williams EMI, Addington-Hall J, et al. Does 
the Liverpool Care Pathway facilitate an improvement in 
quality of care for dying cancer patients. Br J Cancer 2013; 
108(10): 19421948.
 13. Mayland CR, Williams EMI, Addington-Hall J, et al. Assessing 
the quality of care for dying patients from the bereaved 
relatives perspective: further validation of evaluating care 
and health outcomes  for the dying. J Pain Symp Manage 
2014; 47(4): 687696.
 14. Mayland CR, Mulholland H, Gambles M, et al. How well do 
we currently care for our dying patients in acute hospitals: 
368 Palliative Medicine 33(3)
the views of the bereaved relatives? BMJ Support Palliat 
Care 2017: 316325.
 15. Quality assurance for care of the dying: Cheshire & 
Merseyside strategic clinical network. Network Report, 
October, http://www.nwcscnsenate.nhs.uk/strategic-clin-
ical-network/our-networks/palliative-and-end-life-care/
education-reso/care-dying-evaluation (2015, accessed 28 
February 2018).
 16. Mayland CR, McGlinchey T, Gambles M, et al. Quality assur-
ance for care of the dying: engaging with clinical services 
to facilitate a regional cross-sectional survey of bereaved 
relatives views. BMC Health Serv Res 2018; 18(1): 761.
 17. http://www.icode7.org/icode7/homepage.html ( accessed 
6 December 2018).
 18. Johnston C, Aaronson N, Blazeby JM, et al. On behalf of the 
EORTC quality of life group. Guidelines for developing ques-
tionnaire modules.  4th ed. 2011 April, http://www.eortc.org/
app/uploads/sites/2/2018/02/guidelines_for_developing 
_questionnaire-_final.pdf (last accessed 6 December 2018)
 19. Sodergren SC, Copson E, White A, et al. EORTC Quality of 
life group translation procedure, 4th ed. Brussels: EORTC.
 20. McMillan SS, King M and Tully MP. How to use the nominal 
group and Delphi techniques. Int J Clin Pharm 2016; 38(3): 
655662.
 21. Braun V and Clarke V. Using thematic analysis in psychol-
ogy. Qual Res Psychol 2006; 3(2): 77101.
 22. Willis GB. Cognitive interviewing in practice: think-aloud, 
verbal probing and other techniques In: Willis GB (ed.) 
Cognitive interviewing: a tool for improving questionnaire 
design. Thousand Oaks, CA: SAGE, 2011, pp. 4265.
 23. Fowler FJ Jr, Coppola KM and Teno JM. Methodological 
challenges for measuring quality of care at the end of life. J 
Pain Symptom Manage 1999; 17(2): 114119.
 24. Czaja R. Questionnaire pre-testing comes of age. Market 
Bullet 1998; 9: 5266.
 25. Tourangeau R. Cognitive sciences and survey methods. In: 
Jabine T, Straf M, Tanur J, et al. (eds) Cognitive aspects of 
survey methodology: building a bridge between disciplines. 
Washington, DC: National Academies Press, 1984, pp. 73
100.
 26. Jones J and Hunter D. Consensus methods for medical and 
health services research. BMJ 1995; 311: 376380.
 27. Staniszewska S, Brett J, Simera I, et al. GRIPP2 reporting 
checklists: tools to improve reporting of patient and public 
involvement in research. BMJ 2017; 358: j3452.
 28. Murtagh FEM, Addington-Hall JM and Higginson IJ. The 
value of cognitive interviewing techniques in palliative care 
research. Palliat Med 2007; 21(2): 8793.
 29. Ahmed N, Bestall JC, Payne SA, et al. The use of cognitive 
interviewing methodology in the design and testing of a 
screening tool for supportive and palliative care needs. 
Support Care Cancer 2009; 17(6): 665673.
 30. Lee J. Conducting cognitive interviews in cross-national set-
tings. Assessment 2014; 21(2): 227240.
 31. Schildmann EK, Groeneveld EI, Denzel J, et al. Discovering 
the hidden benefits of cognitive interviewing in two 
languages: the first phase of a validation study of the 
Integrated Palliative care Outcome Scale. Palliat Med 2016; 
30(6): 599610.
 32. Wallen GR, Middleton KR, Rivera-Goba MV, et al. Validating 
English- and Spanish-language patient-reported outcome 
measures in underserved patients with rheumatic disease. 
Arthritis Res Ther 2011; 13(1): R1.
 33. Cottrell L and Duggleby W. The good death: an integrative 
literature review. Palliat Support Care 2016; 14: 686712.
 34. Germain MJ and Cohen LM. Defining a good death (suc-
cessful dying): literature review and a call for research and 
public dialogue. Am J Geriatr Psychiatry 2016; 24(10): 940
941.
 35. Hales S, Gagliese L, Nissim R, et al. Understanding bereaved 
caregiver evaluations of the quality of dying and death: an 
application of cognitive interviewing methodology to the 
Quality of Dying and Death Questionnaire. J Pain Symptom 
Manage 2012; 43(2): 195204.
